Globally, stroke is the leading cause of death and disease burden. While post-stroke studies have been conducted, they excluded survivors and caregivers from underserved communities.
| INTRODUCTION
In the USA, stroke is the fifth leading cause of death and a major cause of disability. Every 4 min, one American dies from a stroke (Centers for Disease Control and Prevention, 2015) . Globally, stroke is a leading cause of death and disease burden in developed and developing countries (Thrift et al., 2014) . Stroke events are viewed as a continuum; the aftermath of a stroke mirrors that of a chronic disease, because most of the deficits are rarely restored to prestroke levels (Kouwenhoven, Kirkevold, Engedal, Biong, & Kim, 2011) .
Eighty-eight percent of stroke survivors returning to the community will have some disability (Battersby et al., 2009) , with family members being relied on to provide care. The impact of stroke on survivors and caregivers living in underserved, resource-poor areas might be greater; however, how individuals from these communities address the consequences of post-stroke living has not been thoroughly elucidated to date. Therefore, the purpose of the present study was to examine the lived experiences of post-stroke recovery and readjustment among stroke survivor and stroke caregiver residents from an underserved Hispanic community in a USA/Mexico border town. Because stroke is considered a chronic disease and most of its management is conducted in the community setting, resources from immediate families and communities are vital in post-stroke management and recovery. Including geographic, economic, and sociocultural contexts in the discussion of post-stroke recovery could provide clearer perspectives in guiding the development of post-stroke selfmanagement strategies for this group. Post-stroke self-management strategies sensitive to the sociocultural sensibilities of care recipients could result in improved outcomes. In the present study, caregivers are defined as next of kin (spouse or adult child) who provide informal direct care to stroke survivors.
| Literature review

| Stroke survivors
Negative physical and psychological effects of stroke among stroke survivors are well-documented (Ahuja et al., 2013; Kitson, Dowd, Calabrese, Locock, & Athlin, 2013; Moeller & Carpenter, 2013) . Satink et al. (2013) described bodily changes in stroke as often confusing and frustrating to stroke survivors, leading to fears that the latter will never be whole again. The psychological scars resulting from stroke are perceived to be enduring and a result of constant dependency on others for activities of daily living (Kitson et al., 2013) . Dependency on others often leads to guilt among stroke survivors (Ahuja et al., 2013) . Stroke survivors might go through processes of shock, grief, and depression due to loss of physical and cognitive function, resulting in struggles to re-establish prestroke self-identity (Danzl et al., 2013; Kåringen, Dysvik, & Furnes, 2011; Moeller & Carpenter, 2013) .
Survivors report their bodies as uncooperative and a hindrance to rehabilitation, in part due to post-stroke fatigue (Kåringen et al., 2011) . Post-stroke fatigue is linked to stigma and social isolation due to its unpredictable nature (Eilertsen, Ormstad, & Kirkevold, 2013) .
The negative consequences of stroke (Kitson et al., 2013; Moeller & Carpenter, 2013; Ostwald, 2008) and rehabilitation interventions for stroke survivors have been reported (Chapman & Bogle, 2014; Grohn, Worrall, Simmons-Mackie, & Brown, 2012; Hillsdon, Kersten, & Kirk, 2013) . However, most studies have been conducted in geographic locations where participants might have had better access to health and social resources. Little is known regarding the stroke recovery trajectory and readjustment of stroke survivors residing in resource-poor communities. It is not known how socioeconomic and cultural contexts influence stroke recovery and adjustment among this group of stroke survivors. Information regarding post-stroke recovery and readjustment among stroke survivors from resource-poor communities could be transferrable to others living in similar communities.
| Stroke caregivers
The challenges faced by stroke caregivers have been well described in the literature (Danzl et al., 2013; Mores et al., 2013; Tunney & Ryan, 2014) . These caregivers are overwhelmed in this role; a role that is thrust upon them with little or no preparation (Danzl et al., 2013 , Tunney & Ryan, 2014 . The first 6 months after a stroke is a period of significant stress among stroke caregivers (Jaracz et al., 2015) . Caregiver stress has been attributed to many factors, including unpreparedness for the role, lack of awareness of and access to community resources (Danzl et al., 2013 , Tunney & Ryan, 2014 , and lack of information regarding stroke recovery and ineffective problem solving (Cobley, Fisher, Chouliara, Kerr, & Walker, 2013) . Ineffective problem solving is associated with caregiver depression (Yeung, Lui, Ross, & Murrells, 2007) . Weak coping abilities and anxiety are attributed to caregiver burden immediately post-stroke and in the long term, respectively (Jaracz et al., 2015) .
Negative health effects, physical and psychological isolation, and constant fear and worry among stroke caregivers have been reported (Cecil, Thompson, Parahoo, & Mccaughan, 2013; Forsberg-Wärleby et al., 2001; Tunney & Ryan, 2014) . These negative health consequences are attributed to lack of access to respite care and caregiver role strain (Cecil et al., 2013; Cobley et al., 2013) . Caregivers' poor health is linked directly to stroke survivors' physical, cognitive, and psychological functioning, and the amount of time spent in providing direct care (Jaracz et al., 2015; Lutz & Young, 2010) . Masters et al. (2013) also observed an association between caregiver strain and a steep decline in the stroke survivor's health.
Caregiver burden in underserved communities
There is ample evidence related to the negative impact of caregiving burden (Danzl et al., 2013; Jaracz et al., 2015; Lutz & Young, 2010) . To date, stroke caregivers' coping and adjustment from underserved communities with such a role are missing from the literature or have been overlooked. For the purposes of the present study, an underserved community is defined as a geographic area in the USA with a shortage of primary health-care providers, where residents face economic, cultural, and linguistic barriers to health care (Health Resources & Services Administration, 2016) . The abundant literature on stroke survivors and their caregivers fails to provide the socio-economic and cultural contexts of this experience (Cameron, Naglie, Silver, & Gignac, 2013; Danzl et al., 2013; Mores et al., 2013) . Post-stroke recovery in environments where both caregivers and stroke survivors face multiple barriers in receiving health care, in addition to the difficult sequelae and lingering impairments of stroke, has not been thoroughly characterized to date.
| METHODS
| Design and participants
A qualitative exploratory research design was used for this study.
This approach is appropriate to use when there is little knowledge regarding a group, process, activity, or situation from the current literature (Stebbins, 2001 ). This method was used because there was limited information regarding the lived experiences of coping, recovery, and adjustment among stroke survivors and stroke caregivers from underserved communities.
Participants were recruited from a recently-established stroke support group in a USA/Mexico border town; all were active members of the stroke support group and residents in the area. Eleven stroke survivors and eight stroke caregivers participated. Stroke survivors' years of living with stroke ranged from 1 to 24 years; the average was 7 years. Two of the stroke survivors and one caregiver were nonHispanic white; the rest were of Mexican-American descent/heritage (Table 1) . 
| Ethical considerations
| Data collection
Using an IRB-approved interview guide, a one-time semistructured interview was conducted at a local church with both stroke survivors and stroke caregivers in separate interviews in June 2015 (Appendix).
A separate focus group was conducted for each group to allow freedom of expression. Each focus group lasted approximately 1.5 hr, and ended when all interview questions were asked, and clarifications from both facilitators and participants were obtained. The facilitators for the focus groups were bilingual in Spanish and English; either language was used in the interviews, depending on the language preference of the participants. The interviews were audio-taped and transcribed verbatim. Spanish interviews were transcribed in Spanish and later translated into English.
| Data analysis
Braun and Clarke's (2006) thematic analysis was used to identity, analyze, and report patterns in the data. Data analysis was conducted by hand in six steps:
1. This step involved reading and rereading of the transcript to obtain familiarization and broad understanding of the data.
2. Codes were generated manually after familiarization of the data.
Codes are elements in the data that pertain to the research purpose. Data extracts or quotes were matched to each code.
3. The generated codes and their matching data extracts were sorted and examined for patterns or themes.
4. Similar themes were collapsed. Data extracts were re-examined for suitability of the identified theme. If data extracts did not match with the theme, these were relocated to other themes or a new theme was developed. Coding and recoding were an ongoing process until the data extracts, codes, and themes all fit together.
5. The essence of each theme was examined for its fit to the overall topic of investigation.
6. An exploration of the relation among themes and interpretation of the "story" between and among the themes was conducted.
| Rigor and trustworthiness
Initially, the three researchers independently reviewed the transcript to identify the preliminary themes. Peer discussions were conducted to compare themes extracted from the individual analysis. Discrepancies in the themes were discussed until consensus was reached. Two members of the research team were Hispanic and residents of the area, with insight and inside information regarding the Hispanic culture in a border town. The third researcher was of Asian descent and not bilingual in Spanish. The diversity of the researchers' ethnic backgrounds might have helped minimize bias in the analysis and interpretation of the data. To enhance credibility, study findings were presented to the participants to allow them to correct, clarify, or add to the study findings. The participants confirmed that the findings were consistent with their lived experiences.
| RESULTS
The overarching theme of stroke survivors' and stroke caregivers' lived experience of post-stroke recovery and readjustment is to find meaning in life after their catastrophic event. Under this overarching theme are subthemes for each group (Table 2) . Now it is up to you if you want to be better. 
| Stroke survivors' finding meaning
| Humor
In the face of challenges, humor enabled stroke survivors to make light of everyday struggles and establish a sense of normalcy. Sharing humorous stories with other survivors regarding daily struggles and role reversal seem to indicate acceptance to the changes brought by stroke:
She (wife) does all the driving. I try to do some work at home. I actually do some cooking. Thank God for crockpots. (Laughter from the group)
| Network support
Support from immediate family caregivers and extended networks was essential in stroke recovery. Several stroke survivors found themselves in a considerably stronger bond with their spouses poststroke; others ended their relationships:
The stroke bonded us together…we were on the verge of splitting up.
The stroke support group that Mr. X and his wife created is very helpful.
| Deterrent 3.4.1 | Crippling overprotectiveness
While the stroke survivors appreciated the assistance of caregivers, overprotectiveness was viewed as prohibitive and a hindrance toward gaining self-independence, making the former feel incapable:
We shouldn't be depending on anybody. We are limited, but I tell her don't stop me on things that I can do because you are gonna make me a person -that "inutil" (invalid).
| Stroke caregivers' finding meaning
Finding meaning in life within the context of the caregiving role is a goal for caregivers. Each day is a constant navigation and negotiation amid the complexities surrounding the role. The following subthemes describe the goal of finding meaning among stroke caregivers.
| Emotional struggles 3.6.1 | Conflicting emotions
Although stroke caregivers accepted their role as permanent, there was a degree of resentment to it. The resentment was derived from perceptions of self-centeredness among stroke survivors. Stroke caregivers felt ignored and neglected in the caregiving process, while the stroke survivors received all of the care and attention:
It does not matter what's going on; whatever he needs is the most important thing right now.
| Constant worry
Lack of finances to support the continuous medical needs of the stroke survivor was one of the many worries of stroke caregivers.
Likewise, lack of knowledge regarding stroke and how to take care of the survivor at home led to constant worry and stress, as described by the following caregivers (spouses):
You want to keep going to therapy? You're paying for it. If you can afford to work for it, but if not, that means for 6 weeks of the year you get a little better, but the rest of the year you either stay the same or decline.
There was no one there to tell me what to expect; no one was there to tell me that he had a stroke.
3.7 | Readjustment
| Overprotectiveness
Stroke caregivers responded to the role by overprotecting the stroke survivor. Such tendency to hover was borne from the constant fear of an impending stroke or injury to the stroke survivor. Overprotection was a subconscious reassurance that it would prevent future stroke attacks and injuries:
It was difficult because I hover, I wanted to protect him, I didn't want him to get hurt; I didn't want to see him fall.
| Multitasking
Stroke resulted in multitasking and role reversal in the family unit.
Acceptance of the role reversal seemed to be influenced by the prestroke relationship between the stroke survivor and caregiver, as illustrated by the following caregivers:
I had to learn how to change the oil in the car and cut the grass, then you realize this guy did everything.
I have my full-time job as a restaurant manager; on days for doctors' appointments, I go with her, and it changes your life.
| Network support
Caregivers appreciated the benefits received from the stroke support group recently established in the community. The support group provided emotional and instrumental support for caregivers:
What I feel is that in the stroke support group, caregivers are open and free to talk with each other, laugh about things, and cry together. It does help to be able to bond with each other.
| Taking political action
Caregivers expressed their interest in taking political action to change the system because of the seeming lack of medical and social services available for stroke survivors and their families. Plans to contact state representatives asking for improved access to care for stroke survivors and caregivers was a first step toward political advocacy for their new-found cause:
They tell you that, 6 months, that's the extent, stroke survivors get therapy. I think it's important for this group right now or soon to reach out to the state representative, because he is the head of health and human services in Congress.
| Regaining self
Regaining self-identity and space while still assuming the caregiving role was one of the aims of most stroke caregivers. Caregivers struggled to establish a balance between caregiving and still having a life of their own. Developing the courage to tell the stroke survivor about how they feel in the relationship seemed to be an initial step toward regaining the self.
When asked about life goals, one caregiver (spouse) stated:
To find balance where you can have a healthy life without losing who you are, and taking care of them at the same time.
3.8 | Deterrent
| Guilt
Caregivers carried a sense of guilt for many reasons. They blamed themselves directly and indirectly for the stroke. Additionally, self-blame existed for the perceived lack of attention to the stroke survivor pre-stroke and the seeming inadequate fulfillment of a family obligation. Guilt feelings seemed to influence caregivers' navigation and negotiation of the caregiving role.
One caregiver described her guilt regarding her husband's stroke:
When he had the stroke, he was in Austin, so now when I am not with him, I'm worried that I'm going to get that call.
The sense of guilt also came from getting respite from the caregiving role. One caregiver (daughter) stated: "I really want to help my dad, but I have my job and my life and all other things".
| DISCUSSION
The purpose of the present study was to examine the lived experiences of stroke recovery and readjustment among stroke survivor and caregiver residents from an underserved community. having a positive outlook on life, it appears that willpower is fundamental to overcoming the depression and devastation that immediately occur after a stroke.
In this study, willpower seemed to contribute to regaining one's physical functioning, and eventually, independence from others.
While it is not known how willpower is developed over time, it is possible that the stroke survivors' historical narrative as an ethnic group might have played a role. The literature describes MexicanAmerican immigrants' historical story of resilience against discrimination and immigration stigmatization in the USA (Casanova, 2012; De La Torre, 2013; Saucedo, 2012) . Such resilience borne from a history of discrimination and political persecution as an ethnic group might have been used to cope with other adversities in life, such as a stroke. Stroke survivors might have drawn strength from their ethnic experiences, giving them the encouragement to remain selfdetermined and rise above difficulties.
Previous studies conducted among persons with diabetes indicated that individuals with high levels of willpower and self-control are resilient and readily adaptable to stressful situations (Bernecker & Job, 2015a; Bernecker & Job, 2015b) . While studies on willpower have been conducted, none of these included stroke patients whose chronic condition was known to be of sudden onset with little or no warning signs to the victim and their families. To the best of our knowledge, the present study is the first suggesting the importance of willpower in stroke recovery and adjustment among survivors from an underserved area. In the current study, the stroke survivors did not wait for help to come from the system. The survivors formed their own stroke support group.
Time is influential in learning acceptance and adjustment after a stroke. Time allowed stroke survivors to grieve their loss. However, the time frame between stroke onset and the transition to poststroke recovery remains an area of contention. In their study, Kårin-gen et al. (2011) reported that adjustment to the physical and cognitive changes post-stroke could take at least 2 years, while others claim that no exact timeframe is known (Hillsdon et al., 2013; Kitson et al., 2013; Reed, Wood, Harrington, & Paterson, 2012) or that there is no direct association between the time passed since stroke and the extent of post-stroke recovery (Kuluski, Dow, Locock, Lyons, & Lasserson, 2014 ). It appears that time has subjective and temporal meaning for stroke survivors, lending support for longitudinal designs in future studies.
Through humor, stroke survivors were able to alleviate the sense of gravity of their situation and avoid self-pity. Humor seemed to help develop a sense of normalcy of everyday challenges, despite the physical and cognitive limitations. While the impact of humor and laughter in various disease states has previously been documented (Ghodsbin, Ahmadi, Jahanbin, & Sharif, 2015; Kim et al., 2015; Merz et al., 2009) , our study provides initial evidence on the effect of humor in stroke recovery.
Support from immediate and extended networks was important to stroke survivors' post-stroke recovery and readjustment. While support from stroke caregivers was appreciated by stroke survivors, overprotection or hypervigilance was not. Hypervigilance or over reactivity to potential threats (Rollman, 2009 ) by caregivers was viewed as counterproductive to stroke survivors' goal of independence. The current finding is consistent with past results (Satink et al., 2013; White et al., 2012) regarding stroke survivors' desire for active participation in their own care, but contradicts a study conducted by Peoples, Satink, and Steultjens (2011) , which suggested that hypervigilance is welcomed by the former. Cultural nuances might play a role in caregiver hypervigilance.
In the current study, the Hispanic cultural value of "familismo" might partially explain caregiver hypervigilance. Self-sacrifice for the sake of the family is one specific aspect of "familismo" (GuilamoRamos, Bouris, Jaccard, Lesesne, & Ballan, 2009); thus, caregivers and adult children might feel obligated to fulfill such a duty. Past studies have indicated the negative psychological impact of caregiver burden (Cecil et al., 2013; Tunney & Ryan, 2014) , but none of these explained how sociocultural contexts might intersect and influence caregiving.
Caregiving brought conflicting emotions to caregivers, and thus exploration regarding relationship dynamics between stroke survivors and the latter warrants attention in post-stroke studies. The finding suggests the importance of offering continuous counselling to stroke survivors and caregivers immediately post-stroke. Health-care providers need to focus not only on the physiological needs of stroke survivors but also to the relational needs of both stroke survivors and caregivers.
Internal and external processes occur in the daily navigation and negotiation of the role. Conflicting emotions, constant worry, hypervigilance, and multitasking are among the internal processes that might influence caregivers' response and coping with the role. In this study, support networks and collective political actions were external processes viewed important for gaining personal support and to mobilize system change to address the disparities in poststroke care.
Similar to the stroke survivors, the stroke caregivers were unlikely to wait for help to come. Recognizing the lack of social and medical resources available, stroke caregivers found political opportunities to create systemic changes to address the needs of stroke survivors and caregivers in an underserved community. Knowing the importance of timing in gaining political advocacy, caregivers discussed reaching out to state representatives to support their cause.
To date, little information has been reported in the literature regarding political action coming from the grassroots level as a way of coping with post-stroke challenges. Current findings suggest that individual-level interventions are inadequate to address the needs of stroke survivors and caregivers, and that system-level approaches are much needed.
| Conclusions
In the present study, we investigated the lived experiences of survivors and caregivers from an underserved community experiencing post-stroke recovery and readjustment. Finding meaning in life was the overarching theme of stroke survivors' and caregivers' poststroke recovery and readjustment journey. In summary, personal, economic, and sociocultural nuances play a role in how post-stroke recovery is lived and experienced by survivors and caregivers from an underserved community. Our study findings highlight the importance of policies to support family-centered and system-level advocacy in post-stroke care.
The interview questions and the number of focus groups that were used limit the study findings. It is possible that the participants' characteristics, such as age, sex, ethnicity, relation to the caregiver, severity of the stroke, and years of living with stroke and caregiving, might have influenced the study results. The timeframe between acute stroke and post-stroke readjustment is still poorly understood; therefore, longitudinal studies are recommended.
